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Abstract
The March of Dimes NICU Family Support Program provides families with
support specialists, educational materials, and community resources to aide in the
emotional and physical adaptation to a new life with a premature infant. Parent-to-parent
support has been shown to more effective than group support because the new NICU
parent is able to connect on a more personal level with an experienced NICU parent.
The purpose of the research was to develop and implement an evaluation
instrument to assess the effectiveness of the March of Dimes NICU Family Support
Program (MODFSP) in the NICU at the UConn Health Center, specifically parent-toparent support. Steps involved in the process included determining areas of focus for the
instrument, developing items based on MODFSP materials and literature review, piloting
the materials on parents with infants in the NICU (with IRB approval), and utilizing
descriptive statistics through SPSS Version 14 to assess the results from the instrument
content. Qualitative items were also included in the evaluation, and descriptive
qualitative methods, as appropriate, were used to analyze those items.
The findings have supported the literature in that all parents that participated in
parent to parent support agreed the program was beneficial in assisting them with their
transition to life with a premature infant. In addition to evaluating the new NICU parent’s
opinions of the program, researchers evaluated the staff and volunteer parents that were
involved in the program. The results also revealed that the new NICU parent’s fear,
anxiety, and stress decreased after the parent-to-parent interactions. The preliminary
results were encouraging that the MODFSP has implemented an effective parent-toparent support program to support parents through their time of crisis.
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Evaluation of the March of Dimes Family Support Program with Focus on Parent-toParent Support

The moment parents bring a new life into the world their entire life will change.
Even with a healthy newborn the parent’s anxiety levels are raised. There are many
questions that parents have for their health care providers and even more questions they
have to ask themselves. When a newborn is born too early the parents experience many
emotions such as anxiety, fear, guilt and helplessness. This period of crisis is a crucial
time for the parents to have access to a solid support system. The birth of a premature
infant can be overwhelming for other family members and friends and they may
withdraw from the support role due their inexperience with the situation. The parents
need another source of support where they can feel comfortable sharing their emotions
and expressing their concerns of their new baby. Many NICUs around the world have
started the process of implementing support through groups that the parents can attend
whenever they are scheduled. These groups are limited in their effectiveness because
once the infant is discharged the support is no longer available.
The implementation of a parent-to- parent support program has been proposed as
being a superior method of supporting parents in their time of great need compared to
group support. By pairing up with an experienced NICU volunteer parent, the new NICU
parent can benefit from a strong and therapeutic relationship that develops over time.
Access to the support is unlimited and the new parents can connect with the experienced
parent on a more intimate level. Sharing similar experiences and emotions can assist the
new parent in coping and adapting to their new baby’s needs and lessen any anxiety and
fear they may be encountering. Several research studies have focused on the usefulness of
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the parent-to-parent support programs. All have demonstrated positive outcomes for the
parents related to their emotions at their time of need.

A Starting Point: Support Groups in the NICU
The objective of Buarque, de Carvalho, Scott Parry, and Vasconcelos’s (2006)
study was to investigate the influence of a support group on family members and NICU
staff. This study reviewed the need for parental support but did not focus on the parentto-parent aspect of support. This study is really a starting ground for understanding the
need for support that parents should have during their crisis. The researchers used a
qualitative approach with family centered care being their theoretical framework, which
is appropriate based on the content of the article. The article did not identify defining
characteristics of the sample, which limits the study to only this particular group. Without
describing in more detail the demographics of the sample, future researchers are unable to
apply the results to any other sample. Most included mothers but this study also included
grandmothers, which other studies did not include. This study recognized the need for an
intergenerational input of the NICU experience which makes this study unique. Further
research would be needed to evaluate the effectiveness and meaning of their input.
Researchers collected data through the triangulation method using tape-recorded
interviews and note-taking techniques. It was not mentioned if the data collector was non
biased or qualified to interpret the findings. The results concluded that there were 5 key
values that need to be addressed during the support meetings including information,
emotion, qualifications of the healthcare team, strengthening, and mutual learning. When
these key values were addressed parents expressed increased feelings of self confidence,
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effective adapting behaviors, increased comfort with the healthcare team and interacting
with their newborn, and a sense of increased support. The study was conducted over a
short amount of time and did not include long term outcomes of the support groups which
may hinder the applicability to other NICUs.
Dammers and Harpin (1982) described a NICU parent support program’s effect
on parental anxiety and confidence. Although not a formal research study, the report
provides insight to how self-help groups are beneficial to NICU parents. Dammers’
believes that by meeting in an informal atmosphere and sharing experiences, parents will
be better prepared to care for and emotionally handle their new infant. Other intents of
this project on support were to teach staff members the experiences of the parents so they
can better understand and support the parents during the hospitalization. Educating staff
seems to be an important task when caring for families in the NICU. Only five parents
attended these meetings on average, indicating that group support may not reach all
affected individuals and families. There were common worries and anxieties that the
report found to be prevalent in most parents. For example, antenatal problems, first
postnatal days, involvement in baby care, and postnatal unit environments were some of
the main issues that parents were concerned about. Incorporating these common concerns
into support programs could be beneficial in future studies. This study did not include
any non-English speaking mothers and their concerns, parents that experienced a fetal
demise or permanent disability, and single mothers. These populations need to be studied
more closely. By distributing questionnaires to the participants of the project, researchers
were able to conclude that parents found the meetings supportive and that they would
continue attending if offered. Another aim that was reached was the staff gaining more
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insight to the concerns of the parents that can lead to a more effective relationship that
enhances coping strategies for the parent and provider.
Implementing Parent-to-Parent Support in the NICU
Involvement of the Staff
The review article by Hummel (2003) was aimed at increasing the nursing staff’s
awareness to parent’s worries. Previous literature or what the author’s conclusions were
based on, were not given in the report which limits the applicability of the information.
On the other hand, it did include other studies that were conducted that were aimed at
increasing the parent’s involvement in the infant’s care. For example, kangaroo care was
shown to have a positive impact on the home environment of the families three months
post discharge. The article supported the theme that nursing staff in the NICU must be
supportive and consistent in delivering family care. It was shown that when nursing staff
were non-supportive and unwilling to share information with parents and involve them in
decision making, parents were less likely to visit their baby. Nurses have been found to
give false information, display annoyance of the parent’s presence, avoidance, and using
technical jargon. These factors all led the parents away from the NICU and withdraw
from the involvement in the child’s health care. The need to involve staff in the unit’s
parental support programs is evident in this article based on how the parents reported
their emotions towards staff members. This article was more of a review of the literature
on the parent’s need for support from the healthcare team rather than a research study
conducted with specific purposes.
Jarret (1996) gives a two part analysis that explained the process of developing a
parent-to-parent support group in a NICU. Part I of the research was very precise on how
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to implement support programs for parents. Part I focused on explaining the need for a
parent-to-parent support program. The purposes of these meetings were support,
guidance, facts and information, and gaining resources. In using the “planned change
process” the researchers were able to organize a goal oriented training program for staff
and the parents that would be providing the support. This program became the Parent
Partners Program at the George Washington University Hospital. The program was based
on family-centered care and the need for parents to gain confidence and support during
their crisis. Jarret (1996) describes the goal for the program as an “establishment of
strong, trusting, cooperative relationships between parents and staff through delivery of
family-centered services in the NICU” (p. 64). The use of parent-to parent matching was
the main priority of the study. Other factors to be evaluated were nursing education, a
communication system between health care providers and parents, systems of crisis
intervention, and discharge agencies to name a few. The “planned change process” is
explained in the article and gives future researchers guidance on how to develop goals
and implement change through parent-to-parent support groups.
A Training Program for Staff and Volunteers
The second part of Jarret’s study focused on the implementation of a training
program for the parents that would be supporting the new parents. The article gives an
overview of the curriculum of the volunteers and staff and the importance of the parentto-parent support. The study used a qualitative design in order to grasp the strengths and
weaknesses of the program. The support parents were taught how to respond to certain
reactions and situations, given medical information and facts related to NICUs, and
communication skills in order to relate to their peer. Active listening was a major skill
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that was assessed and evaluated through pre- and post tests in the training program.
Support parents found that learning these skills were beneficial in becoming a strong
support system.
Time constraints and financial limits were barriers to the training but all trainees
were satisfied with the education. African American and Hispanics were the predominant
groups involved in the parent-to- parent support groups which left out many other
backgrounds and limited the generalizability of the findings. The training was critiqued
by two other area hospitals. The parents stated that the training should have been longer
in order to supply the best support possible to the incoming parents. The Parent Partners
Program was prematurely evaluated because of funding which limits the validity and
reliability of the effectiveness of the parent-to-parent support. There were a small number
of respondents but all reported positive feedback. Limitations in the study included the
constant reassignment of staff members and lack of a position that was committed to
implementing the program. Future suggestions implied that there should be an internal
staff member responsible for carrying out the program and assessing the effectiveness.
This two part study is a valuable resource for future researchers interested in developing a
parent support program.
Parent-to-Parent Support: Reducing Anxiety and Fear and Increasing Support
Ardal and Preyde (2003) used a quasi-experimental design and focused on
outcomes that evaluated the effectiveness of a parent-to-parent peer support group.
Parents with babies in the NICU were matched with parents that had previously had an
infant in the NICU with similar problems. The study used different scales to measure
parental stress, anxiety, perceived social support, depression, and trait anxiety. The
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Parental Stressor Scale, State Anxiety Inventory, Trait Anxiety Inventory,
Multidimensional Scale of Perceived Social Support and Beck Depression Inventory
were all used and have reported internal consistency with Cronbach’s α all above .80.
The mothers were the main subjects involved in the “buddy” system. The majority
experienced a decrease in stress after four weeks of the program and decreased anxiety
and depression and an increase in perceived social support at sixteen weeks which proves
the effectiveness of the program. The limitations of the study were the small group sizes
of twenty five in each with a power of 80%. Also it is unknown whether or not the
findings could be applied to other geographical areas. More research would be needed to
verify these findings with a larger sample and a randomized controlled trial design to
ensure generalizability.
The purpose of Carmona, Nogueria, and de Souza’s research (2003) was to
identify diagnoses based on reports given by parents in support group meetings. This
study began to explore the need for a stronger more focused parent-to-parent support
program. The researchers used an explorative-descriptive design to obtain their results
and conclusions. The review of the literature explained that many parents, especially the
mothers, experience anxiety, fear, guilt, and incapacity to care for their infants during the
time of hospitalization. The purposes of the meetings were to encourage the parents to
share their experiences and emotions of doubt on their capacity to be a good parent. The
study lasted for about a year and twenty-nine meetings were arranged over that time.
There was no mention of any follow up evaluations after the infants discharge from the
hospital which excludes any evidence of long term effectiveness of the program.
Coordinators sat in on the meetings and recorded the data that parents expressed. There
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may have been some hesitance to share all emotions and feelings if the parents knew they
were being recorded.
Six nursing diagnoses were obtained and found in NANDA regulations. None of
the diagnoses however, were validated by the parents themselves. The most predominant
diagnosis was fear of the inability to attach at the crucial time in the infant’s life and fear
of their child’s safety during unknown procedures. It is imperative that health care
workers are providing the parents with appropriate information concerning their infant’s
status and what treatment is occurring and why. Parents should not feel scared or
intimidated by the health care team because it can prevent them from interacting with
their newborn. The article concludes that the support meetings were effective but does
not explain by what measures and standards and if the conclusions were valid and
reliable. The article supported the need for nurses and other members of the health care
team to educate the parents and provide support while in their time of need.
The study by Kerr and McIntosh (2000) indirectly corresponds with the effect of
parent-to-parent support in NICUs. Although this study does not focus on premature
newborns it still gives the researcher a thorough analysis of the positive outcomes of
parent-to-parent support groups when giving birth to a disabled child. The study
investigated how parents felt when they gave birth to a child with congenital upper limb
deficiency and it followed the parents through the child’s development up to 16 years old.
The researchers used a qualitative design using a hermeneutic phenomenology approach.
Data collection was done through observations and interviews of parents and was
interpreted through constant comparative procedures to identify themes. The sample
included the parents of 63 children which was a rather large sample size compared to
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other studies done on the topic. This large sample size contributes to the applicability of
the study to other populations. The study included all socioeconomic backgrounds and
varying ages of parents and children. The study was conducted in Scotland which may
affect the generalization of findings because of the differences of healthcare systems
between there and the United States.
The long term outcomes were adequately studied unlike other studies noted in this
report. The results were positive and parents were said to have reached “a full circle” in
that they became a supportive parent to others. With the implementation of the parent-toparent support group they had a more positive outlook on the future and had increased
realization that they were not alone. Parents also described feelings of increased social
support and over the years of being involved in the program their need for the support
lessened to the point where they had accepted and adapted to their child’s deformity.
Parent-to-parent support is supported in this study related to parents with children with
disabilities. Generalizing the findings to all families of high risk newborns would need
evidence based knowledge but the impact of the support is evident.
The review conducted by Lindsay and Roman (1993) examined the importance of
one to one support to new parents with an infant in the NICU. This report described the
need for parent-to-parent support and what could be done in the NICU to enhance the
coping strategies of parents and their transition to parenthood. Lindsay and Roman
(1995) then continued their work in publishing a formal research study printed in
Neonatal Network. Both reports show a positive outcome upon evaluation of the parentto- parent support program. The authors detail how the access to a support system affects
the mothers adapting and coping abilities to caring for her infant. Lindsay and Roman’s
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(1995) research was a quasi-experimental, longitudinal design with two groups to be
compared. One group included the parents to be involved in the parent-to-parent program
and the other parents in the NICU but not involved in the program. The sample started
with 70 mothers but only 58 participated in data collection at the infant’s discharge. At
twelve months discharge a total of 47 mothers conducted self reports. The factor of
attrition could have affected the validity of the findings. The study only included mothers
and most were married and of European-American descent which can affect the
generalizabillity to other populations and regions. The researchers measured self-esteem,
mood states including: anxiety-tension; depression-dejection; anger-hostility; confusionbewilderment; vigor and fatigue, and maternal-infant interaction at 12 months. The study
also measured family functioning that was based on the view from a family member on
the relationships within the family and quality of the home environment. All tests and
evaluation tools were statistically reliable and valid. In order to obtain the results, a
repeated measures analysis was used to compare between the groups.
The results of the study concluded that self esteem was higher in the treatment
mothers and anxiety was higher for the comparison mothers at 4 months discharge
displaying the positive outcomes of the parent-to-parent support. The maternal-infant
interaction levels were also higher with the treatment group along with the home
environment evaluation. The only factor that was not different between groups was the
family functioning scores. Therefore it can be concluded that the program has more of an
effect on the individual mother and infant rather than the family as a whole. A limitation
to the study was the nonrandomized selection of the small number of participants and the
limited socioeconomic backgrounds the represented. The study served as a stepping stone
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in proving that using veteran parents in the NICU can serve as a strong support system to
the new NICU parent in their time of crisis.
Research is continuing in this area of parent-to-parent support in the NICU. It is
evident through past examinations of the topic that this type of support is deemed
beneficial from all of the parents involved in the program. Implementing the program
does take time and money, which are the main constraints to following through with long
term evaluation. Sharing experiences with an experience NICU parent that has
encountered the same situation enables the new NICU parent to feel more comfortable
with their newborn. The literature shows how the parent-to-parent support can reduce
anxiety and fear and increase feelings of support. These are key aspects in the long term
outcome of the maternal-infant relationship. Future researchers will need adequate
resources to follow through with the program. New studies that focus on this topic will
need evaluation tools that will analyze the long term effectiveness of the program.
The predominant goal of the MODFSP correlated with the above authors stating
that “[the program] aims to alleviate the emotional stress so common to a family whose
baby is born early or with another medical condition that necessitates NICU
hospitalization.” (p.1 MOD brochure) The underlying theoretical framework in all of
these studies, including this one to be discussed, is the family centered philosophy to
include family members in their infant’s to ease anxiety and fear as much as possible.
The instruments that have been developed for the MODFSP Evaluation Plan used factors
that the literature states to be important.
The MODFSP has developed seven modules, three of which have been
implemented in the past six months. The parent to parent support module is one of the
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modules implemented thus far in the process. This module emphasized one on one
support to parents, which has been shown in the literature to be more beneficial than
group support. Volunteer parents were oriented to the program over a course of a few
weeks to orient them to the unit and increase their comfort levels in the support role.
Guidelines were given regarding what the volunteer parents were and were not allowed to
do. For example, volunteer parents were not allowed to provide medical advice and when
a question is out of their scope of support, a referral is indicated to a health care staff
member. Additional content areas that were taught included active listening skills,
addressing overwhelming emotion, and assuring client confidentiality. Volunteer parents
were matched with the new NICU parent based on infant condition and family
experience. This process was restricted due to the lack of volunteers and large number of
new NICU parents. Volunteer parents would come into the unit and provide support at
the bedside or in family rooms which provided more privacy. The new NICU parents
were encouraged to participate in the program by the staff and the MODFSP specialist
who is appointed by the March of Dimes
Methods
Design
The researcher collaborated with the March of Dimes in the project development
stage. The March of Dimes Family Support Specialist and the student researcher worked
closely together in order to coordinate implementation of the program followed by
evaluation. Through the collaborative approach between student researcher and March of
Dimes, funding was provided to assist in implementation of the program and instrument
development. In addition to the March of Dime funding, a SURF Grant was awarded to
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assist with traveling costs, instrument development such as copying and mailing, and the
purchase of a digital camera to assist in the transport module of the Family Support
Program. IRB approval was approved through the University of Connecticut Health
Center as well as University of Connecticut Storrs to assure the protection of human
subjects in this research project.
Phase One
Before the student researcher began instrument development, many steps took
place to assure an understanding of the environment of the Neonatal Intensive Care Unit
(NICU). To assure that the staff was involved in the process, the MODFSP implemented
a Chapter NICU Advisory Council (C-NAC) to discuss module implementation.
Members of C-NAC included nurses, MDs, APRNs, past NICU parents, and the student
researcher. The group met on a monthly basis to follow up with progress of
implementation of the modules developed by the March of Dimes. Members of C-NAC
were divided into two focus groups which were transition to home and transport. The
parent-to-parent module was discussed during the transition to home meetings but was
considered its own module. Participation in C-NAC built rapport amongst staff and
students along with encouraging the experienced NICU parents to become volunteers for
parent-to-parent support. Another step that introduced the student to the NICU
environment was follow up phone calls to discharged families. The student went into the
NICU several times before starting the evaluation plan and instrument development to
perform these interviews with parents. This process allowed the student to begin to
comprehend how the new parents were feeling and what their concerns were during their
crisis.
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During this time of accommodation and orientation to the NICU, a review of the
literature was performed by the researcher. The review of the literature served as a means
of distributing the information to staff as well as increasing the researcher’s knowledge of
the benefits and limitations of parent-to-parent support. The literature review was given
to the MODFSP Specialist in order for the specialist to increase her knowledge on the
topic. In this respect, the March of Dimes and the researcher were on the same level of
understanding of the importance of parent-to-parent support. Simultaneously, parent-toparent support and the other modules were being implemented in the NICU. Recruitment
of volunteer parents and their orientation to the support role was completed as well as
increasing awareness on the unit of the MODFSP.
Phase Two
The need for an evaluation plan of the MODFSP was evident because there was
not one in place before the implementation of the program. Without sufficient evaluation,
outcomes could not be determined and the program may have gone unnoticed. The March
of Dimes has implemented this program not only at the University of Connecticut Health
Center, but also in one hospital in each state in the United States. This evaluation plan
will proceed to go nationally to all hospitals implementing the same program. Before
generalizing the instruments to all hospitals, it is imperative to assess the needs of the
families in the NICU. Continuous evaluation of the MODFSP is needed to assure that the
health care providers are providing the means for the greatest and most effective support
possible to the NICU parents.
The instrument development phase could not be started until input from staff and
parents were completed. This process involved asking staff and parents that would not be

Evaluation of Parent-to-Parent Support

17

completing the final surveys, to look over the surveys for accuracy and completeness.
This was a critical aspect of the evaluation plan process because the staff is the
individuals at the bedside and observes first hand the behaviors and needs of the parents.
The parent’s input was crucial because the student researcher could have overlooked a
stressor or fear that may be readily apparent on the parent’s mind. Also, it was beneficial
to assess whether or not the instrument was focusing on the correct needs of the parents
or if the researcher was assuming that a specific feeling or stressor was evident, when
really it was not.
Phase Three: Instrument Development
Instrument development included researching past surveys used in similar
situations. For example, the researcher was able to find several surveys used in different
hospitals that evaluated the transition to home and satisfaction with care. Most of these
surveys were used as a post-discharge telephone survey but assisted in the development
of this specific topic. It was decided to use a Likert Scale of one to five, with one being
strongly agree to five being strongly disagree. This decision was based on the review of
the literature in survey development. Most individuals are able to follow the Likert Scale
and have had experience with such a questionnaire. In addition to the Likert Scale which
was used for quantitative results, qualitative data was derived from open ended questions
at the end of the survey. The open ended questions allowed the participants to express
feelings they had toward the parent-to-parent support program. Themes were extracted
from the surveys to assess common emotions and concern the staff and parents were
having about the parent-to-parent support program.
The parent-to-parent evaluation plan included the development of four separate
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surveys. The NICU Staff Evaluation (see Appendix A, figure 1) was developed to assess
their opinion on whether or not the program was working towards its goal of increased
support. It also assessed the staff’s awareness of the program. This was a key factor in the
implementation of the program because the staff members were the ones encouraging the
parents to participate in the program. The quantitative data included fifteen questions
using the Likert Scale. Some of these questions included witnessing a positive interaction
between volunteer and new NICU parents and assessing the new NICU parent’s stress
and involvement of infant care. The qualitative portion included four open ended
questions that asked for suggestions to increase awareness of the program, explanations
of interactions between parents seen on the unit, and whether or not the environment was
conducive to the interactions.
The next instrument evaluated the inpatient new NICU parent’s experiences (refer
to Appendix A, figure 2) with parent-to-parent support and whether or not they found it
helpful in their adjustment. They were to fill this survey out while their infant was still
hospitalized in the NICU. The quantitative data included fifteen questions that included
compatibility of the volunteer parent’s experiences and the new NICU parent, the
helpfulness of the volunteer parent, and whether or not the parent-to-parent interaction
increased comfort in the NICU. The qualitative portion included five questions that
covered issues about the environment and to describe instances when the support was
beneficial. This survey also assessed the demographics of the population that
participated. (see Appendix B, Table 1) Topics that were included in the demographics
section were relationship to infant, length of stay, age of participant, previous experience
in NICU, education level, marital status, and number of interactions with the volunteer
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parent. All of these factors could affect the experience with parent-to-parent support. For
example, if the mother was married or in a relationship, there may have been more social
support from the significant other as compared to a single mother who may have felt
completely alone in the circumstance.
The review of the literature has shown that the parent-to-parent support during the
inpatient stay helped the new NICU parents with their transition to home. Some of the
parent-to-parent programs allowed the relationship to continue outside of the hospital but
the MODFSP did not encourage this in order to protect the volunteer parent from
becoming overwhelmed in the support role. Even though the new NICU parents were not
allowed to contact the support parent outside the hospital, the support received in the
hospital was expected to help them after their discharge home. The follow up survey (see
Appendix A, figure 3) to the new NICU parents was mailed to home one month after
discharge to assess the role of support and anxieties associated with the infant’s home
care. There were thirteen quantitative questions as well as one qualitative question that
asked the participant to describe how, if at all, the program helped in the transition to
home. This survey asked for demographic identical to those from the inpatient survey but
added on to the list was the time since discharge and whether or not they filled out the
inpatient survey (see Appendix B, table 2).
The final instrument that was developed in the evaluation plan of the parent-toparent support program was the Volunteer Parent Evaluation (see Appendix A, figure 4).
The questionnaire had seventeen quantitative questions such as whether or not the
matching process was successful, were they confident in the support role, and did they
believe the relationship was beneficial to them. In addition to the quantitative portion,
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there were three qualitative questions regarding recommending the program to others and
assessing the quality of the orientation to the support role. One question focused on what
the authors Kerr and McIntosh described as coming “full circle” by participating in the
support role. There were demographics asked of the volunteer parents that included the
number of exposures to the program, participant’s age, English speaking, how long their
infant was in the NICU and marital status (please see Appendix B, table 3).
Data Collection
All surveys were collected anonymously for this research project. The staff and
parents who were inpatient when filling out the survey, were instructed by the March of
Dimes Family Support Specialist to place their completed surveys in the labeled box on
the unit. The follow up of the new NICU parents and volunteer surveys were mailed out
by the March of Dimes Family Support Specialist and therefore the researchers were not
aware of who was completing the instruments. The completed surveys were mailed back
to the School of Nursing at Storrs in self addressed envelopes made by the researchers.
The surveys that were placed in the boxes on the unit were picked up on a weekly basis
by the student researcher and brought back to the School of Nursing in Storrs for data
entry. To expedite data analysis, data entry occurred simultaneously as data collection
came in. Data analysis was done using SPSS Version 14 which is a reliable and valid
method of statistical analysis. Simple frequencies were used to assess the outcomes of the
MODFSP, specifically parent-to-parent support. Data collection and analysis will
continue through additional student researchers in the future to complete the pilot study
and then distribute the results and instruments nationally.
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Sample
A convenience sample was used based on the population that was in the NICU.
The unit has a relatively high turn over rate and therefore the researchers needed to use
who ever was available in the unit at the time of program implementation and data
collection. Small sample sizes were used due to the assumption that filling out the survey
would not be of top priority in this time of stress. The small sample sizes were used
because the time between implementation of the program and data collection was short
and therefore not as many participants could be reached within the time frame. Data
collection is still in progress and therefore it is expected that the sample sizes will
continue to increase. The sample size of the staff evaluation of parent-to-parent support
was n=38. The Inpatient New NICU Parent Evaluation sample size was three with the
Follow Up Evaluation consisting of two. Lastly, the Volunteer Parent Evaluation was a
sample size of one.
Results
The analysis has already shown positive results in each of the instruments
developed. Major themes have been extracted from all of the qualitative data and
saturation of the themes has occurred in the sample sizes thus far. The quantitative data in
the Staff Evaluation (refer to Appendix C, chart 1 for additional information) has shown
that 97% of staff are aware that the program exists which is crucial to the development
and continuation of the program. About 45% of the nurses have witnessed effective and
positive interactions between the volunteer parents and the new NICU parent. 79% of
staff members believe that the program is beneficial in assisting the new NICU parents in
their time of need. As found in the review of the literature, the staff members in the
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NICU have a profound influence on the parent’s perceptions of support. Therefore, if the
staff believes the program to be useless, they will not encourage it and possibly
discourage parents from becoming involved. The goal of the parent-to-parent program is
to decrease anxiety and perceived stress in the new NICU parent. The goal of reducing
stress and anxiety has been met with 21% of staff observing a decrease in both emotions
in the new parent. Several staff did put that they were not aware of the program because
they were employed on the night shift. Although it is true that the volunteers do not come
in at night, the night nurses should still be aware of the program in order to refer the
parents for the next day. Increasing staff awareness has become a goal for the continuing
researchers.
Four themes emerged from the sample of thirty-eight that included “Increased
Staff Education”, “Increase Volunteer Parent Availability”, “Matching Parent
Experience”, and “Conducive Environment”. “Increased Staff Awareness” included the
suggestions of using in services for the staff to become educated on the topic as well as
the use of bulletin boards with photos of the volunteer parents posted with their names so
everyone knows who they are. There was limited volunteer availability due to the fact
that there were not a lot of volunteers compared to the amount of parents needing
support. Specifically, one staff member stated “Get [volunteer] parents who can do
evenings and weekends when visitation is at its highest”. The role of the Family Support
Specialist would come into play here in encouraging the volunteer parents to increase
their availability when the new NICU parents are more likely to be on the unit. Another
staff member mentioned the effectiveness of the “Matching Parent Experience”, “She
[NICU mother] said it was good to talk to someone who had been in her shoes”. This
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quote demonstrates the need for one on one support as compared to group support
because with one on one interaction the matching process can connect the experiences to
encourage a more personal level of support. The NICU environment tends to be filled
with alarms and talking amongst doctors and nurses. Many staff members recommended
the parents going into a more private area compared to the bedside when sharing their
experiences.
The Inpatient NICU Parent Evaluation (refer to Appendix C, chart 2) included a
sample size of three during the most updated data analysis. The quantitative data revealed
that 2/3 of the parents agreed that the matching process was successful and that the
support assisted them with their adjustment to a premature infant. All of the participants
agreed that the environment was conducive to the interaction which was an interesting
finding because the staff disagreed with this statement. This conflicting result exemplifies
why it is vital to assess both perspectives of the individuals involved and to focus on the
needs and concerns of the parents, as they are the individuals in need. Although the staff
may believe that the environment is not appropriate for interactions, the parents may
enjoy interacting at the bedside in order to stay with their infant. All of the participants
agreed that the support decreased their stress level which indicates that the objective of
parent-to-parent support has been met. Due to the restricted sample size, themes that have
surfaced thus far include the “Role of the Family Support Specialist” and “Parent
Recommendation”. Two of the three surveys listed the Family Support Specialist as their
gateway to support. Jarret indicated in her findings that an internal person should be
appointed to facilitate a parent-to-parent support program. The March of Dimes has
succeeded in this realm and the evaluation has demonstrated the need for the “internal
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person” as a means of gaining support. All of the parents answered “yes” to the
recommendation portion of the survey and noted that the information they were given
during support was helpful.
The Follow Up Evaluation (Appendix C, figure 3 provides more information) that
was distributed one month (or more in some cases) after discharge gave important data in
reflecting the effectiveness of parent-to-parent support at home. For example, one theme
extracted from the two surveys collected was “Maintaining a Positive Outlook”. One
mother explained, “The program can give hope to parents who cannot see the light at the
end of the tunnel.” This quote gives insight to the feelings the parents have while their
infant is hospitalized and how the parent-to-parent support assisted them in gaining hope
and strength. The other theme that also exemplifies a positive outlook relating to the
program was “Help with the Transition to Home”. One participant described, “It was still
beneficial, but mostly because we had such concerns of their health and the parents we
were set up with had similar issues. That was most helpful for us.” In this case, the
parents were able to discuss health related problems that may be encountered at home and
how to deal with those problems after discharge. Another important topic that this person
touched on was the matching process again being helpful in the support process.
Although the Volunteer Parent Survey (Appendix C, figure 4 provides more
quotations) resulted in two completed instruments, it allowed the researcher to gain
insight into the feelings of the volunteer parents in their support role. Instead of being the
one in need of support, they are able to provide others with the unique aspect of similar
experience and this is what makes parent-to-parent support more effective than group
support. The sample size was too small to run a statistical analysis but one theme
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generated from the participant was “Comfort through Support”. One participant
explained, “Every time we leave meetings [with new NICU parents] we feel good.”
Another example of the theme “Comfort through Support” came from another
participant who stated, “ [The program] beneficial in my own personal healing and need
to help others through this difficult and overwhelming time.” This quote exemplifies how
the support role assists the volunteer parent to come to terms with their experiences in the
NICU. In relating back to Kerr and McIntosh’s article and coming “full circle” with the
crisis of a premature infant, a participant explained “My wife and I will never come “full
circle” with what happened, we feel this is great therapy.” What one can draw from this
description was that although the experience may never gain closure for the parents,
volunteering in the parent-to-parent support program allows for an emotional connection
and was therapeutic in dealing with the experience the volunteer parent had in the past.
Conclusions
The preliminary data has supported the benefits of the MODFSP specifically,
parent-to-parent support. The trends show that the staff members who are employed on
the day shifts when activity is at its highest, are well aware of the program and fully
support the objectives of the program. On the other hand, increased advertisement on the
unit is needed in order to assure that the night and evening staff are informed of the
implementation of the MODFSP. Without the staff’s knowledge of the program there will
be no referrals made to the Family Support Specialist. The volunteer parents have shown
satisfaction in their support role and seem to want to continue their endeavor in helping
others. One of the volunteer parents did address that the orientation to the support role
was too long and that they felt they were ready well before the orientation was over. The
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new NICU parents that were involved in the parent-to-parent support program at the time
of data collection, have all stated that their stress was decreased after the interactions.
This research study showed that parent-to-parent support decreases parental stress and
anxiety, increases comfort in infant’s care, and increases perception of support. The
adjustment to a premature infant can be difficult and long but the parent-to-parent support
program can aide in making this adjustment feel less strenuous and anxiety producing.
Limitations to this Study
There are several limitations to this research study that needs to be addressed
before the conclusions can be generalized. The sample sizes used for each of the
instruments were on a smaller scale due to the limited time frame between
implementation and data collection. This small sample size reduces the generalizability of
the results. Another limitation of the sample size was that all except for one parent survey
were filled out by the mother of the infant. It would have been more beneficial to have
had other significant others in the infant’s life, such as the father or grandmother. Gaining
other perspectives would allow the health care professionals to expand the support to
others besides the mother specifically. The population that filled out the surveys was
mostly married, high educational status, and English speaking. This again limits the
application of the results to other populations because not all parents of infants in the
NICU were of these criteria. It would be interesting to study in the future if non-English
speaking parents or those not as highly educated would benefit more or less from parentto-parent support. These demographics also play a role with the matching process. For
example, it would be significant to assess the relationship of an eighteen year old, single
mother matched with a forty year old, married woman. All of these topics are for further
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investigation. A limitation of the Staff Evaluation was that some staff were unaware of
the program and therefore circled Not Applicable for their responses on the Likert Scale.
These responses could have skewed the results to make it seem as though more of the
staff were aware of the program, when in reality the staff were simply circling N/A for
their response.
Implications for Practice
This research project has further explored the perceptions of staff, new NICU
parents, and volunteer parents regarding the effects of parent-to-parent support on
anxiety, stress, fear, and comfort. As the results continue to be collected and analyzed,
the results are shared with the March of Dimes Family Support Specialist along with the
members of the C-NAC committee. By sharing the results and suggesting areas of
improvement, future NICU families can benefit from this support program at exponential
levels. At any time of a health related crisis in a family, support from loved ones and
professionals increase the adaptation and coping mechanisms to deal with the situation.
The preliminary results have indicated the need for continuing the parent-to-parent
support program in the NICU. The implementation of the MODFSP and the changes
needed to increase the support will increase the outcomes of the coping process with
giving birth to a premature or sick infant. The bedside nurse is the first one to identify the
needs of their patients and now with the MODFSP, there is a resource to allow for
additional support in the parent’s time of need. At the completion of the pilot study, the
assessment scales will be used by the March of Dimes and staff members to continue the
assessment of the program. On a larger scale of implementation, the March of Dimes will
use these instruments to assess whether the program is working nationwide in several
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other NICUs around the country. The future of the MODFSP holds the key to increased
parental support and decreased anxiety and stress levels in their time of crisis.
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Appendix A
Figure 1. Staff Evaluation

STAFF EVALUATION OF PARENT-TO-PARENT SUPPORT
PROGRAM
For each statement below, circle the number
to the right that best fits your judgment of the program’s quality. If a question does not apply to you,
please circle the N/A option.
Scale: 1-Strongly Agree, 2- Agree, 3-Neutral, 4-Disagree, 5-Strongly Disagree
Scale

Statements

1.

I am aware of the parent-to-parent support program in the
NICU

1

2

3

4

5

NA

2.

The March of Dimes did a good job in advertising the
parent-to-parent support program

1

2

3

4

5

NA

3. I understand the importance and need for parent-to-parent support

1

2

3

4

5

NA

4. I know who to contact if I feel my patient could benefit from parent-to-parent
support

1

2

3

4

5

NA

5.

I assisted the experienced parents when they could not
answer questions relating to medical advice

1

2

3

4

5

NA

6.

The new NICU parents were receptive to the parent-toparent support

1

2

3

4

5

NA

7.

I witnessed interactions that were effective between the
new parent and experienced parent

1

2

3

4

5

NA

8.

I witnessed instances where the new NICU parent seemed
overwhelmed with the parent-to-parent support

1

2

3

4

5

NA

9.

The parent-to-parent support program is beneficial to new
NICU parents in adjusting to life with a premature infant

1

2

3

4

5

NA

10. The environment was conductive to the interaction
between the parents

1

2

3

4

5

NA

11. The new NICU parent was more involved in infant care
after participating in parent-to-parent support

1

2

3

4

5

NA

12. The new NICU parent was less anxious after being
involved in the parent-to-parent support program

1

2

3

4

5

NA

13. The new NICU parent was less stressed after involvement
of parent-to-parent support

1

2

3

4

5

NA

14. The new NICU parent appeared to be more comfortable in
the NICU setting after having contact with another parent

1

2

3

4

5

NA

15. Other staff members in the unit understand the importance
of parent-to-parent support

1

2

3

4

5

NA

Please answer the following questions as best as you can:
16. What would you suggest be done in the future to make this program more effective in
reducing parental stress and anxiety during their infant’s stay in the NICU?
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17. Could the Family Support Program have given you more information about parent-toparent support? In the future, how can the March of Dimes provide more information to
staff?
18. Please provide any instances that proved to you the parent-to-parent support program
was effective.
19. What, if anything, would you adjust to make the environment more conductive to the
parent-to-parent support program? Please describe.
If you have any other comments to share, please feel free to use the space provided
below.
Figure 2- Inpatient New NICU Parent Evaluation

INPATIENT NEW PARENT EVALUATION OF PARENT-TO-PARENT
SUPPORT
Your relationship to infant:
Your age:

Time spent in the NICU (days-months):
Number of exposures to parent-to-parent support:

Have you had an infant in the NICU before (if so, when):
Completed level of education: Grade 8 9 10 11 12 AA BA MA PhD other
Marital Status:

What is your primary language?:

For each statement below, circle the number
to the right that best fits your judgment of the program’s quality. If a question does not apply to you, please
circle the N/A option.
Scale: 1-Strongly Agree, 2-Agree, 3-Neutral, 4-Disagree, 5- Strongly Disagree
Scale

Statement/Judgment:

1.

I feel that myself and the experienced parent share the same
NICU experiences

1

2

3

4

5

NA

2.

The support person and I share similar family backgrounds
and personalities

1

2

3

4

5

NA

3.

My support parent is unbiased to my concerns and accepts my
needs as important

1

2

3

4

5

NA

4.

The volunteer parent is supportive and willing to actively
listen to my concerns

1

2

3

4

5

NA

5.

The experienced parent did not give any unwanted advice
and/or medical advice

1

2

3

4

5

NA

6.

The environment is conductive to the relationship and has not
interfered with conversations

1

2

3

4

5

NA

7.

The support parent provides me with useful information that helps
me relieve any anxieties or confusions I have

1

2

3

4

5

NA

8.

I became more comfortable in the NICU setting after parent-toparent support

1

2

3

4

5

NA
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INPATIENT NEW PARENT EVALUATION OF PARENT-TO-PARENT
SUPPORT
9.

I am referred to medical professionals when the support
parent can not answer my questions

1

2

3

4

5

NA

10. Parent-to-parent support is a positive experience and has
assisted me with the adjustment to having a premature infant

1

2

3

4

5

NA

11. Parent-to-parent support has reduced my fears of having had
a premature infant

1

2

3

4

5

NA

12. Parent-to-parent support has reduced some of the stress I
have through this NICU experience

1

2

3

4

5

NA

13. I feel confident that the information shared between myself and the
support parent will stay confidential

1

2

3

4

5

NA

14. The time given to interact with the support parent was enough to
develop an effective relationship that benefits you

1

2

3

4

5

NA

15. The Parent-to-parent support program was well advertised in the
NICU and I am aware of the benefits of the program

1

2

3

4

5

NA

Please answer the following questions as best as you can.
16. Explain how you became involved in the March of Dimes parent-to-parent support
program.
17. Did parent-to-parent support make you feel more at ease during your NICU
experience? Please explain why or why not.
18. Would you recommend this program to other parents who have an infant in the
NICU? If yes, what made this program beneficial to you? If no, what would you have
done to make this program better and more effective?
19. How could the environment been altered to enhance the parent-to-parent support
experience?
20. Are there any instances that you felt your support parent went out of their way to
help you during your time of need? Please explain.
If there is anything else you would like to add please use the space provided
Figure 3- Follow- Up Parent Evaluation

FOLLOW-UP EVALUATION OF PARENT-TO-PARENT
SUPPORT
Relationship to infant:
Your age:

Time spent in the NICU (days-months):
Number of exposures to parent-to-parent support:

Time since discharge from NICU:

Marital Status:

Did you fill out the inpatient evaluation of parent-to-parent support:
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FOLLOW-UP EVALUATION OF PARENT-TO-PARENT
SUPPORT
Are you able to read English:

Have you had an infant in the NICU before:

For each statement below, circle the number
to the right that best fits your judgment of the program’s quality.
Scale: 1-Strongly agree, 2-Agree, 3-Neutral, 4-Disagree, 5-Strongly Disagree
Scale

Statement/Judgment

1. I felt ready to bring the new baby home with the help from parent-to-parent
support

1

2

3

4

5

2. At discharge I felt I had formed a therapeutic relationship with the support parent
that would last outside of UCHC

1

2

3

4

5

I call my support parent for any questions or concerns
related to the infant or just to talk about other topics in
general

1

2

3

4

5

4.

The information from my support parent during parent-toparent support assisted me in the transition to home

1

2

3

4

5

5.

I did not feel that the parent-to-parent support helped me
in my transition to home, though it helped in other areas

1

2

3

4

5

6.

I feel that the time allotted to parent-to-parent support
was sufficient enough to prepare me in bringing the baby
home

7.

I had less anxiety bringing the infant home because of my
involvement in parent-to-parent support

1

2

3

4

5

8.

My fears and concerns of bringing my infant home were
lessened by the support I received through parent-toparent support

1

2

3

4

5

9. The transition to home was less stressful because of the
support I received during parent-to-parent support

1

2

3

4

5

10. After a few weeks at home, I continue to feel that the
relationship between my support parent and I was
beneficial in my adjustment to having a premature infant

1

2

3

4

5

11. I have developed a lasting relationship that will continue
on
even after my support need has concluded

1

2

3

4

5

12. I would suggest this program to other NICU parents in
their time of need

1

2

3

4

5

13. I would be interested in becoming a support parent for
new
NICU parents in the future

1

2

3

4

5

3.

Please answer the following questions as best as you can.
14. Did the parent-to-parent support assist you in your transition to home? Explain why
or why not.
If there are any comments you would like to add please do so in the space provided.
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Figure 4- Volunteer Parent Evaluation

VOLUNTEER PARENT EVALUATION OF PARENT-TO-PARENT
SUPPORT
Number of times you talked to new parent:
Your age:

Number of new parents supported:

What is your primary language:

How long was your infant in the NICU:
Completed level of education: Grade 8 9 10 11 12 AA BA MA PhD other
Marital Status:
For each statement below, circle the number
to the right that best fits your judgment of the program’s quality. If one of the questions does not apply to
you, please circle the N/A option.
Scale: 1-Strongly Agree, 2-Agree, 3-Neutral, 4-Strongly Disagree, 5-Disagree
Scale

Statement/Judgment

13. I felt that the matching process was successful in that it
coordinated our personalities

1

2

3

4

5

NA

14. I felt that the matching process was successful in that it
coordinated our cultural backgrounds in order for us to
understand each other more readily

1

2

3

4

5

NA

15. I felt that the matching process was successful in that it
matched our NICU experiences

1

2

3

4

5

NA

4. I felt confident in my support role after the orientation to the
program

1

2

3

4

5

NA

1

2

3

4

5

NA

16. The orientation taught me active listening skills to use with
the new NICU parent

1

2

3

4

5

NA

17. I had support from the staff members if I needed additional
assistance with advice

1

2

3

4

5

NA

18. I knew who to contact when the new parent asked for medical
advice

1

2

3

4

5

NA

19. I did not feel overwhelmed with responsibility

1

2

3

4

5

NA

20. The relationship I developed through parent-to-parent support
was mostly beneficial to the new parent

1

2

3

4

5

NA

21. I had an overall positive experience with parent-to-parent
support

1

2

3

4

5

NA

22. I made a difference in the new parent’s coping patterns

1

2

3

4

5

NA

13. There were times that I felt I was intruding on the new parent’s
personal time with their infant

1

2

3

4

5

NA

14. The environment was conductive in developing an effective
relationship between me and the new parent

1

2

3

4

5

NA

15. I was aware of the paper work I had to fill out including the
Incident Survey and Activity Recording Sheet

1

2

3

4

5

NA

16. I feel that through this program, I was able to come “full

1

2

3

4

5

NA

5.

The orientation prepared me in communication skills with the
new NICU parent
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VOLUNTEER PARENT EVALUATION OF PARENT-TO-PARENT
SUPPORT
circle” in my own coping skills with having an infant in the
NICU

Please answer the following questions as best as you can.
15. Would you recommend the parent-to-parent support program to other parents who
want to provide support or who need support? Explain why or why not.
16. Did the orientation to parent-to-parent support provide you with enough information
for to feel confident in your role? Please explain.
17. Was the parent-to-parent relationship beneficial to you? If so how?
Please use the space provided for additional comments about parent-to-parent support.
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Appendix B
Table 1- Inpatient New NICU Parent Demographics

Demographics

Relationship
to infant

Time
spent in
NICu

Participant 1

mother

60+days

Participant 2

mother

Participant 3

mother

In
NICU
before

Marital
status

1

no

married

12

1

no

single

12

no

married

Number of
parent
interactions

Age
29

Education
level

Primary
language

english

Table 2- Follow-Up Parent Demographics

Demographics

Relationship
to infant

Time
spent
in nicu

Participant 1

mother

Participant 2

mother

Been
in
nicu
before

Age

Number of
interactions

4
months

37

3

no

100
days

36

1

no

Education
level
12

MA

Time
since
discharge

Marital
status

Fill out
inpatient
survey

Primary
language

10.5
months

married

not sure

english

7.5
months

married

not sure

english

Table 3- Volunteer Parent Demographics

Demographics

Number of
interactions

Participant 1

15+

Participant 2

5+

Number
of parents
supported
10

N/A

Primary
language

Time in
NICU

Education
level

Marital
status

34

english

10.5
weeks

BA

married

33

english

2.5months

MA

married

Age
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Chart 1- Quantitative Results of Staff Evaluation
Quantitative Staff Results
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Chart 2- Quantitative Results of Inpatient New NICU Parent Evaluation
Quantitative New NICU Parent Results
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